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Abstract

Objective—The purpose of this study was to assess the approach and materials of Centers for
Disease Control and Prevention's “Learn the Signs. Act Early.” (LTSAE) health education
campaign, which aims to improve awareness of developmental milestones and early warning signs
of developmental delay among parents of young children.

Methods—We conducted 2 phases of qualitative research. Focus groups assessed the campaign's
objectives by exploring the experiences of parents with children who have developmental delays
or disabilities to determine facilitators of and barriers to identification. In-depth interviews were
conducted with parents of typically developing children, who reviewed campaign materials and
provided feedback on appropriateness, appeal, and clarity with regard to the campaign’s
objectives.

Results—Phase 1: Parents were typically the first to express concern about their child's
development, and most talked with their child's health care provider. Two categories of health care
providers emerged: those who proactively asked about a child's development, used tools to
facilitate conversations, and made referrals, and those who did not ask about development, told
parents to “wait and see,” and did not provide information about services and supports. Few
parents knew about special education services before identification. Phase 2: Participants found
the campaign materials appealing, but were unclear about how to act early and why acting early
was important.

Conclusions—Results affirmed LTSAE's evidence-based approach to educating parents about
child development. Additional campaign considerations include providing more information about
how to act early and why acting early is important and enhancing outreach to providers to help
them communicate with concerned parents.
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Disclosure: The authors declare no conflict of interest.
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Early identification of infants and toddlers who are delayed in meeting key developmental
milestones is critical to improving the likelihood that they receive appropriate services and
supports at the earliest age possible. The goal of such services and supports was to enhance
children's functioning and reduce the potential for long-term disability.! Intervening early
can provide short-term and long-term benefits for both children and their families.23
Estimates of developmental disabilities among children vary from 3.5% to 15%.4-6
However, data indicate that only 2.8% of the population of infants and toddlers receive early
intervention services, such as speech-language therapy, through Part C of the Individuals
with Disabilities Education Act.” These data suggest that a significant number of young
children may not be identified as early as possible. In fact, nearly half of all children with
developmental disabilities are not identified until they enter Part B school-aged services, and
therefore are not able to participate in early intervention services.® This article describes 2
phases of qualitative research undertaken to assess appropriateness and acceptability of a
public health campaign that seeks to facilitate early identification.

Key professional organizations maintain that pediatricians should play an important role in
helping to identify developmental delays by monitoring milestones and conducting routine
developmental screenings during well-child checkups.®-12 The American Academy of
Pediatrics (AAP), in collaboration with other partners, developed a national health
promotion initiative called Bright Futures, which aims to help pediatricians take a more
active role in prevention and health promotion.13 Moreover, AAP's 2006 policy guidelines
stress the importance of developmental surveillance, or monitoring, which includes eliciting
and attending to parental concerns about their child's development.14 A recent survey of
pediatricians conducted by the AAP found that approximately 48% of pediatricians used a
standardized developmental screening tool.1® These recommendations recognize that parents
are often the first individuals concerned about their child's health, behavior, and
development.16 Research consistently shows that a parent's concerns about a child's
development and behavior are often valid and, when heeded, can promote early
identification.8:17

Parent-Provider Communication

Early work has shown an under-identification of potential developmental problems because
of the lack of discussion about, or attention to, parents' concerns.® One study showed that
approximately one-third of parents with concerns did not discuss them with their child's
health care provider, and race/ethnicity, level of education, employment status, marital
status, or number of children in the home were not predictive of whether parents raised
developmental concerns.1® Parents who shared concerns with their child's health care
provider mainly discussed expressive language or general health issues. The study found
that, in general, children whose parents communicated developmental concerns were 4 times
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more likely to be enrolled in early intervention than children whose parents did not share
concerns with a provider.

Data show the importance of communication between parents and providers about
developmental concerns and the need for both groups to attend to differing communication
styles when discussing development.2® Concerned parents may be direct with their concerns
or may express concerns subtly, such as asking about the expected age for a specific
milestone. Parents who discussed developmental concerns with providers indicated that it
was important to them that their provider was supportive and took their concerns seriously.
Many parents had negative opinions about provider responses such as “wait and see” or
“your child will grow out of it.” Moreover, this is not in keeping with the AAP policy
guidance on following up on parental concerns with a formal screening regardless of
whether it is at a specified checkpoint.14 Preference for a provider's communication style,
when discussing concerns, differed among parents. Some appreciated honest, straight-
forward discussion of concerns and possible issues, whereas other parents, who needed more
time to prepare for a diagnosis, seemed to prefer non-alarmist responses and provision of
resources that could set the stage for future discussions about development.

Results from the 2011-2012 National Survey of Children's Health show that approximately
40% of parents of young children reported having 1 or more concerns about their child's
development.2! Strategies to facilitate communication between parents and their child's
provider could be helpful in determining when a parent needs guidance for a resolvable
concern and when further screening or evaluation is needed. Studies examining
interventions aimed at improving parent-provider communication through the use of
standardized screening tools show that providers perceive such tools as useful for guiding
conversations with parents, encouraging more patient-centered practices, allowing for more
information exchange, and enabling parents to raise concerns more frequently.22:23

“Learn the Signs. Act Early.” Campaign

Centers for Disease Control and Prevention's “Learn the Signs. Act Early.” (LTSAE)
program aims to improve early identification of children with autism and other
developmental disabilities so children and families can get the services and support they
need. The LTSAE health education campaign focuses on helping parents of all young
children improve their awareness of developmental milestones and early warning signs of
delay. The campaign's key communication objectives are to (1) increase knowledge of
developmental milestones and the importance of tracking a child's development, (2) promote
communication between parents and health care providers about milestones, and (3)
motivate parents to act early if there are concerns about a child's development by asking
their child's health care provider about developmental screening and/or contacting their local
early intervention program for a multidisciplinary evaluation.24

The campaign has developed a suite of health education materials for parents as well as
health care providers and early educators, including single-age milestone checklists,
milestone products featuring a range of ages (e.g., brochure, booklet), a children's book for
3-year-olds, growth chart, campaign flyers, and single-page fact sheets covering a number of
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topics including tips for sharing concerns about development with a health care provider and
tips for talking with parents about concerns (for early care and education providers).
Materials can be accessed at www.cdc.gov/ncbddd/actearly.

Using behavior change theory and traditional social marketing techniques, LTSAE was
originally conceived as a health education campaign to increase awareness of autism
spectrum disorders (ASD). However, early campaign development research conducted with
parents and health care providers and national survey data analysis revealed that many
parents were aware of ASD, but they did not know the developmental milestones they
should be monitoring or the early warning signs of ASD, nor did they believe that autism
was relevant to them.25 Parents who were interviewed also said that they preferred a
campaign that educated all parents about developmental monitoring over an autism-specific
campaign, which many felt would be unappealing and unsettling (P. Novelli, unpublished
data, February 2004). From this research, the current approach of LTSAE took shape.

Purpose

The purpose of this study was to formally reassess the appropriateness of the LTSAE
communication approach, which encourages parents to take an active role in monitoring and
tracking their children's developmental milestones during early childhood and acting early if
there are concerns. To accomplish this, we conducted 2 phases of qualitative research. In
Phase 1, we conducted focus groups with parents of children who have developmental
delays or disabilities to explore parents' experiences in getting their children identified,
including the kinds of information that facilitated identification and what barriers they may
have faced. In Phase 2, we conducted in-depth interviews with parents of typically
developing young children to gather feedback on current LTSAE materials to determine
appropriateness, appeal, and clarity with regard to LTSAE's learning and communication
objectives and when best to receive materials. Findings will be used to improve the
campaign's communication objectives, messages, materials, and dissemination strategies.

Methods

Participants

We partnered with 14 early childhood and parent organizations (e.g., Early Head Start)
across 3 states (Colorado, New York, and North Carolina) to recruit parents for Phases 1 and
2. Recruitment partners distributed flyers and screened interested parents to determine
eligibility. In Phase 1, focus group parents were recruited who met the following criteria:
had a child who was 10 years old or younger who had an identified delay or disability and
was currently receiving early intervention or special education services. We did not include
parents with children who were identified with a disability at birth or soon after because they
likely would have different experiences with identification and navigating the health care
system. To align with the “Learn the Signs. Act Early.” (LTSAE) campaign's priority
audiences, we focused recruitment efforts on low-income parents and invited both English-
speaking and Spanish-speaking parents to participate. To help achieve a diverse sample
(Table 1), our recruitment strategy included segmentation based on the participants' race/
ethnicity, age of their child, and type of delay or disability, that is, we capped recruitment
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once we reached a quota for a given subgroup (e.g., no more than half the participants in a
focus group who had a child with autism).

Phase 2 used similar recruitment procedures as Phase 1. Eligibility requirements included
parents with a child who had not been referred or evaluated for specialized services or
diagnosed with a developmental delay or disability and who, at the time of recruitment, was
between 6 months and 4 years old. By limiting the number of participants with older siblings
at each site, the sample included a larger proportion of parents with limited experience
monitoring children's development. Recruitment focused on low-income parents, both
English and Spanish speaking. A diverse group of parents, based on race/ethnicity, age of
oldest child, and total number of children, participated (Table 1).

We conducted focus groups in Denver and Colorado Springs, Colorado (4 groups, n = 24);
New York (Manhattan and Bronx), New York (4 groups, n = 32); and Greenshoro and
Durham, North Carolina (3 groups, n = 18). Experienced moderators facilitated the focus
groups. Six of the 11 focus groups, 2 in each region, were conducted with a native Spanish-
speaking moderator and Spanish-speaking participants. Discussions lasted approximately 90
minutes. The groups were digitally recorded and later transcribed for data analysis. Focus
groups were selected as the best approach for this phase of the study because they allowed
the researchers to gain insights into participants' shared understanding of topic.

Nine months later, we conducted in-depth interviews with parents of typically developing
children in Colorado Springs, Colorado (n = 5); New York (Manhattan), New York (n = 10);
and Durham, North Carolina (h = 6). We conducted 9 of the 21 interviews in Spanish with
native Spanish-speaking participants. Moderating and note-taking procedures were identical
to Phase 1 procedures. Interviews lasted approximately 60 minutes and were audiotaped for
later transcription and analysis. Interviews were the most appropriate approach for this phase
as they ensured that participants were not influenced by what others say.

The moderator's guides for both phases of research were created with campaign objectives in
mind. Phase 1 focus group moderators used a semi-structured guide to facilitate the
discussion. The guide was structured around parents' experiences during 3 time periods: (1)
First Concerns: The time leading up to when the parent or someone else first became
concerned about the child's development (e.g., who first became concerned? when?); (2)
Seeking Help: After the parent first became concerned about the child's development but
before the child was identified with a delay or disability (e.g., whom did you talk to about
your concerns?); and (3) Starting Services: After the child was identified, when the parent
began seeking services and supports (e.g., how long after first concerns did your child get
help?). Moderators also asked parents about which informational resources they used and
whether additional information would have been helpful.

Phase 2 in-depth interviews included semi-structured questions to guide discussion around 4
LTSAE materials: (1) the Milestones checklist (age specific), (2) the Milestones information
card (age specific), (3) the Milestones brochure, and (4) the Milestone Moments booklet
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(Fig. 1). The questions focused on the following: (1) intended audience and appeal, (2)
purpose and clarity of campaign messages, and (3) placement and timing of materials
delivery.

Data Analysis

Data were analyzed using NVivo v.10.0 qualitative software.28 Text from the transcripts
were coded using an inductive approach to content analysis.2” Using the questions outlined
in the moderator guides, we created categories to begin organizing the data. Next, we
reviewed each transcript and began coding. To establish consistency in coding, 3 reviewers
independently coded 3 transcripts, which were then reviewed and discussed. Minor
modifications were made to ensure there was more than 80% agreement on codes. The
reviewers then independently coded the remaining transcripts. Next, 2 additional team
members reviewed the codes and organized the data into common themes. This approach
was used for both the focus group and interview data.

Ethical Considerations

Results

This study received approval from RTI International's Institutional Review Board. All
parents signed a written consent form before the start of the focus group or interview.
Identifying information was collected for recruitment purposes only and was not used in
data analysis; we did not link names to the results. As a token of appreciation for their
valuable input, all participants received a cash incentive at the conclusion of data collection.

Phase 1: Focus Group Findings

The following section describes the themes that emerged from the focus groups. Table 2
contains an overview of the themes and illustrative quotations for each.

First Concerns—The focus groups began with a discussion of first concerns by describing
who first expressed concern about their child's development, what the concern was, and how
old the child was at the time of first concerns. Findings showed that parents were typically
first to express concern about their child's development. Less frequently mentioned as
initially voicing concern were other family members, friends, or health care providers. Most
concerns stemmed from their child having delayed speech or a lack of words altogether. At
times, this was coupled with aggression or other behavior problems that parents linked to the
child's inability to communicate. Some participants mentioned concerns related to social or
physical development. Participants typically reported that their children were between the
ages of 1 and 2 years when they first had developmental concerns. Some parents reported
concerns as early as 7 months and others as late as 3 years. Many parents compared their
child's development with children of the same age to determine if their child was developing
differently. A few participants mentioned that they were first-time parents, which made it
challenging to know what to expect of their child developmentally. Not surprisingly, many
parents recalled experiencing a powerful range of emotions when relating their first
concerns about their child's development, including denial and depression.
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Seeking Help—Next, participants described what they did after the developmental
concerns first were identified, including to whom they talked and, if applicable, how long
they waited to see a health care provider or other professional and how health care providers
responded to their concerns. Most participants talked with their child's primary health care
provider about their concerns. However, a few participants talked with a specialist first and a
few raised concerns with their child's teacher (e.g., child care or preschool teacher). Among
those who talked with their primary health care providers, responsiveness to participants'
concerns varied. Two categories of health care providers emerged from these discussions.
The first category of health care providers were facilitators, who often proactively asked
about the child's development and progress, had parents complete questionnaires at each
visit, and, when a concern was noted, acted quickly to refer the child and family to a
specialist for early intervention. The second category of health care providers, however, did
not discuss the child's development regularly with parents, were more likely to say “wait and
see” when the parent expressed a concern, and infrequently provided information on early
intervention or where to seek additional support. When participants encountered a monitor
who told them to wait and see, they had a variety of reactions. Some parents changed
providers. Others persisted and asked their provider for help or a referral. Only a few parents
mentioned waiting before raising their concerns again.

Starting Services—Participants also discussed their experiences with starting services,
many of whom reported that their child became eligible for early intervention or preschool
special education and began receiving services shortly afterward. This was most often the
case for children with autism or severe speech delays. Some participants reported delays in
receiving a referral and/or services although they repeatedly reported concerns about their
child's development to their health care provider. This was especially true for parents of
children with speech delays. The length of time that providers waited to offer a referral to
services ranged from 1 to 7 months. Only a few parents knew about early intervention or
school services before their child's developmental delay being identified; these participants
knew about it from personal experience (e.g., another family member had a disability or
developmental delay) or from media outlets (e.g., commercials, magazines, and pamphlets).

Resources—Participants said that they used a variety of resources when trying to
understand their child's development, including Internet searches, books, the library, or
calling a hotline (e.g., 311). Some received information about child development from their
child's preschool before their first concerns, and others said they received information after
their child began receiving early intervention services. Participants less frequently
mentioned pediatricians, other health care providers, hospitals, or health fairs as sources of
information. When asked what other resources would have been helpful, participants
provided numerous suggestions, including information on what to expect at different ages
(e.g., brochures, flyers, posters) or phone numbers of agencies to contact with questions.
When shown a sample “Learn the Signs. Act Early.” Milestones checklist (Fig. 1), all
participants thought it would have been helpful to have as an aid when monitoring their
child's development. Most participants reported that they valued receiving information about
child development from health care providers and teachers at different points of time such as
pregnancy, after delivery, and at well-child visits.
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Phase 2: In-Depth Interview Findings

Table 3 presents each theme that emerged during the in-depth interviews with parents of
young, typically developing children, including descriptive quotations for each.

Intended Audience and Appeal—~Participants reviewed the materials and understood
that parents of young children were the intended target audience for the materials.
Participants also mentioned other groups who would be appropriate recipients of the
materials: young or first-time parents, grandparents, and child care providers or teachers.
When asked to choose their favorite material, most preferred the Milestone Moments
booklet, stating that it was comprehensive, colorful, and user-friendly Most participants also
liked the age-specific Milestone checklist (Fig. 1) although a few thought they looked too
clinical.

Purpose and Clarity of Messages—Participants understood that the purpose of
materials was to educate parents about milestones and help them to track their child's
progress over time. A few said the purpose of the materials was to educate parents about
how to identify problems with their child's development.

Participants who thought the materials did a good job of communicating the campaign'’s
“learn the signs” messages stated that the formatting and organization made the purpose and
importance of developmental monitoring very clear. Most participants asked to keep the
materials after the interview and said that they would consult the milestones regularly. This
was particularly true of the Milestone Moments booklet (Fig. 1), which features milestones
and suggested activities for encouraging a child's development across a range of ages (2
mo-5 yr).

Efficacy of Materials—Participants were asked to review the 3 messages about acting
early in the materials. They preferred the message in the Milestone brochure (“Don't wait.
Acting early can make a real difference!”; Fig. 1), over the messages in the information card
(“Use this [card] as a guide, and if you have any concerns, talk with your child's doctor and
call 1-800-CDC-INFQO”) or the Milestone Moment booklet and checklist (“Act early by
talking to your child's doctor if your child [demonstrates any of the following behaviors]”).
Participants suggested that it be used consistently across materials to stress the importance
of acting early. When discussing this message further, most participants said that they
understood the “early” aspect of the message, but not the “action” component. For example,
participants most often said the materials helped them to know that it was important not to
wait or ignore symptoms if they noticed something wrong with their child. A few others
commented that acting early could prevent the issue from getting worse. However, many
participants thought the materials were less clear on how to act early and only a few recalled
specific examples of acting early in the materials. Upon further probing, though, most were
able to recognize at least 1 way to begin the process of acting early (e.g., talk to child's
doctor about concerns, go to LTSAE's web site, or call toll-free hotline).

Some participants thought additional information was needed to fully understand what it
meant to “act early.” In particular, they thought the materials needed more information about
why parents needed to act early on concerns and additional sources of information besides
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the CDC 800 number (e.g., telephone numbers of local resources). In addition, many
participants wanted more specific information about who to talk to if they were concerned
about their child's development. For example, some participants suggested the materials
should be personalized with their doctor's name and phone number. Several of the materials
do reference contacting a state or local early intervention system or “someone in your
community who is familiar with services for young children”; however, most participants
agreed that this information was too general and did not provide specific contact information
for other professionals who could answer questions about developmental concerns. Finally,
a few participants mentioned the “Questions to Ask Your Doctor” section of the Milestones
information card (Fig. 1), which they thought was very helpful information for guiding
conversations with their child's doctor. Most agreed that this information could be replicated
across materials to assist parents in communicating their concerns.

Placement and Timing—Most participants stated that they preferred to receive child
development materials during pregnancy. A few preferred receiving the information at birth
or shortly after, noting that pregnancy is not an ideal time because women are often more
focused on themselves and their pregnancy rather than on what the child will do once he or
she is born. Participants also liked the idea of receiving age-specific material just before a
child entered the next age milestone, which underscored the importance of tracking
developmental milestones and talking to their doctor about any concerns. Overall,
participants agreed that the earlier the information was received, the better.

We also asked participants who should distribute the materials and why they would prefer to
receive the information from certain sources. About half of the participants mentioned that it
would be useful to receive the materials from their obstetrician or at the hospital as part of
their birthing packet. Several participants believed it was the responsibility of their child's
health care provider to distribute the materials, especially the age-specific resources (e.g.,
the Milestone checklist). This also reinforced the belief that parents and health care
providers should routinely discuss the child's development during well-child visits, review
milestones, and discuss any questions or concerns the parent has about their child's
development.

Discussion

The aim of this study was to assess the “Learn the Signs. Act Early.” (LTSAE)
communication objectives and materials, which aim to educate parents about developmental
milestones, improve parent-provider communication, and educate parents about the
importance of acting early. The findings support the continuation of the campaign's current
approach. However, the data show that some modifications may help enhance the materials.
Below, we outline recommended changes based on these findings and considerations for
other practitioners who promote child development materials.

The first campaign objective is to increase knowledge of developmental milestones and the
importance of tracking a child's development. Our findings suggest that parents related to
this goal, for example, as they naturally compared their child's development with other
children. Many Phase 1 participants, who had children that were identified with delays or
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disabilities, said that although they turned to a variety of resources to gather information
about their child's development, it would have been helpful to have more specific
information about what to expect at different ages before identification of their child's delay.
Phase 2 participants, who had typically developing children, said that the materials were
easy to understand, appealing to parents, and made it easy to learn more about
developmental milestones and track them over time. Findings also provide support for the
campaign's focus on outreach to parents with a low socioeconomic background and the
usefulness of the materials to this target audience. Although all parents could utilize this
information, outreach to parents from low socioeconomic backgrounds is particularly
important given that previous research shows that higher levels of parenting knowledge of
child development are associated with higher maternal education, income, and age.28:29
Developmental surveillance may be of particular importance to vulnerable groups of
individuals who do not qualify for early intervention services but may be at risk for
developmental delays. Such children and families would still benefit from community-based
support, such as home visiting programs.3% More generally, this approach would
complement other efforts that aim to promote awareness of child development and early
detection of delay, in particular Birth to 5: Watch me Thrive!, a new coordinated federal
effort focused on advancing developmental screening and supporting families by connecting
them to community supports.31

Facilitating communication about developmental milestones between parents and their
child's health care provider is the second priority of the campaign. Some Phase 1
participants indicated that they were familiar with developmental checklists or
questionnaires because their child's provider used them regularly during well-child
checkups. These participants reported having an easier time discussing concerns with their
providers. This finding is supported by additional studies that show that doctors who use
developmental checklists or questionnaires are more likely to ask parents open-ended
questions and discuss concerns.?4:32 However, other participants who raised concerns
reported that providers told them to “wait and see” how their child's development progressed
and did not frequently provide information about early intervention or other services and
supports. Phase 1 findings indicate that LTSAE's materials are an important resource for all
parents, some of whom may need supportive information when faced with having difficult
conversations with providers. Future iterations of LTSAE materials could be revised to
include more information for parents about how to talk to their child's doctor about concerns
since this aspect of the Milestones information card was well received by Phase 2
participants.

The final objective of the campaign was to encourage parents to act early on a concern by
asking their child's doctor to conduct a formal developmental screening or to seek a
multidisciplinary evaluation through their local early intervention program. Phase 2 findings
showed that most participants had a hard time identifying the messages about acting early
and were not aware of their local early intervention services. When asked to review the 3
messages about acting early that appear in the materials, the majority preferred the following
message: “Don't wait. Acting early can make a real difference!.” However, participants also
said they wanted to know more about why acting early was so important. Findings suggest
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that use of a consistent and prominent “act early” message across campaign materials and
inclusion of information on local services could strengthen the materials. More information
about why parents should act early could also be useful.

These findings should be contextualized with the following limitations. First, due to the
qualitative nature of the study and the focus on low-income parents from 3 geographically
diverse areas, the results may not be generalizable to the broader population of parents of
young children. In addition, the focus group study design of Phase | intentionally involved
parents with at least 1 child with a disability to better understand what would have improved
the identification of their child's delay. However, this may have introduced bias as these
families had to reflect back on the time before their child was identified to answer the
research questions. Finally, Phase 2 participants were not asked to review alternate materials
in their evaluation, so there may be some degree of social desirability in their responses.

Despite these limitations, the study affirms LTSAE's campaign objectives and materials,
which aim to educate parents about developmental milestones, improve parent-provider
communication, and educate parents about the importance of acting early. Findings also
suggest that LTSAE's current materials could be used to improve parents' awareness of
milestones and, with some modification, the importance of acting early.

Pediatricians and others providing primary care for young children can take a central role in
this process by using developmental screening tools, monitoring the attainment of young
children's developmental milestones, providing parents with tools to facilitate monitoring
and conversations about child development, and making referrals when needed. Helping
parents understand how to track their child's development and increasing awareness about
when and how to talk to pediatricians about their concerns will help to improve the process
of developmental monitoring and screening. This, in turn, could lead to earlier identification
of children with developmental delays or disabilities so that all children can reach their full
potential.
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It's time to change

Your Child at 18 Months (1'% Years) how we view a child's growth.
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Early Development is a Journey

18 NONTHS

Figure 1.
Sample materials for “Learn the Signs. Act Early.” campaign, including (starting upper left,

clockwise) milestone checklist, information card, milestone brochure, and Milestone
Moments booklet. Materials can be accessed at www.cdc.gov/nchddd/ActEarly.24
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Table 1
Participant Characteristicsin Phases 1 (Focus Groups) and 2 (In-Depth I nterviews)
Focus Group Participants (n = 74), n (%) In-Depth Interview(ll-:/a;ticipants(n =21),n
(]
Sex
Male 3(4) 5 (24)
Female 68 (92) 16 (76)
Age, yr
18-29 18 (24) 11 (52)
30-35 26 (35) 7(33)
>35 30 (41) 3(14)
Race/ethnicity
Black or African-American 13 (18) 5(24)
Hispanic or Latino 25 (34) 14 (67)
White 21 (28) 2 (10)
Other 7 (10) 0 (0)
Missing 8 (11) 0 (0)
Income
<$30,000 57 (77) 18 (86)
$30,000-$39,999 10 (15) 3(14)
>$40,000 6 (8) 0 (0)
Missing 1(1) 0 (0)
Child's delay or disability
Speech/language 42 (57) NA
Physical 9(12) NA
Other (e.g., autism) 18 (24) NA
Missing 5(7) NA
Age of child at identification/diagnosis
Between 6 and 12 mo 17 (23) NA
1-2yr 42 (57) NA
3-5yr 2(3) NA
S+yr 5(7) NA
Missing 8(11) NA
Number of children with developmental delay
1 41 (55) NA
2 23(31) NA
3 or more 9(12) NA
Missing 1(1) NA
Total number of children
1 NA 10 (48)
2 NA 7(33)
3 or more NA 4(19)
Age of oldest child NA
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Focus Group Participants (n = 74), n (%) In-Depth Interview Participants (n = 21), n
(%)
Less than 2 yr NA 5(24)
2-3yr NA 8(38)
Older than 3 yr NA 8 (38)
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Table 2

Focus Group Themes and Select Quotations

Theme

Sample Quotation

First concerns

Who was first concerned

Type of concern

Age of concern

First concerns

Emotions related to identification of a
concern

Seeking help

Communication with health care
providers

Providers: facilitators and difficulties

Parent action

Starting services

Time to diagnosis

Length of time to start services

Resources

“I was the first one [to notice] for both my kids.” (CO—English)
“In my case, it was the pediatrician who expressed concern....” (NY—Spanish)
“[My child] just wasn't talking at all.” (NY—English)

“And lack of, just lack, not really wanting to be social or kind of just not playing with toys.”(CO—
English)

“Well for [my son], I knew like around 7 or 8 mo.” (NY—English)
“My son was 15 mo old when | started having concerns.” (CO—English)
“[My child] was 3 yr old.” (NY—Spanish)

“So it was really hard to say, ‘Are my concerns valid or am | just expecting him to follow suit with
his brother?’” (CO—English)

“I can't honesty remember. All | remember is that she (the pediatrician) was concerned so | went
along with it. I was like, ‘Okay, | don't know. It's my first child. I don't know.”” (CO—English)

“At first, | was depressed for a long time, and it was hard to get out of it.” (NY—English)
“You know, whenever | found out that my son had that problem I cried a lot.” (CO— English)

“| used to blame myself. I used to blame myself that | did something wrong.” (NC— English)

“I had my son evaluated by a specialist.” (NY—English)
“| told the doctor and they made [another] appointment.” (NC—Spanish)

“Every time | took my children to the doctor's office, | would fill out a questionnaire and sign it.”
(NC—Spanish)

“She didn't really say anything to scare me. she just asked me questions about what is he doing,
how is he doing it, does he struggle to do it. But she's like, “Well, you know, it could be nothing,
but then again it could be something. Might as well have it checked out.”” (CO—English)

“What was nice for me was our pediatrician said, ‘“These are the reasons why I'm not worried.” And
that was really helpful. But he said, ‘Since you are, we'll go ahead and do this for you.”” (CO—
English)

“Her doctor told me to wait, and wait and see how she is doing the following month. And 4 mo
passed.”

“The doctor kept saying, ‘Oh, he's fine. He'll talk when he wants to.”” (CO—English)
“His primary doctor wouldn't [refer him]. He said he was fine.” (NC—English)

“| had to change pediatricians. She had a pediatrician from when she was born until 1, and then the
other one from 1 to 3. Why would | need a doctor that did not listen to me?” (NC—Spanish)

“I went to his doctor. | was crying. | told her, ‘Do not tell me my son is okay. | need something to
be done.” And then she told me, ‘Okay, call this number and [they will] take it from there.”” (CO—
English)

“At his 2-yr checkup [l was told] he had a speech delay. [but] that was the problem since he turned
6 mo.” (CO—Spanish)

“| still don't actually have a real diagnosis for my daughter. They said she definitely has a
developmental delay, they just don't know why.” (CO—Spanish)

“l was told there was a waiting list. | didn't want to hear that. | said, ‘I'm really concerned about my
[child].” I really pushed.” (NY—English)

“l wish he was diagnosed earlier, from the very first time. Time passed without us knowing. Maybe
he could get more therapies. | would have like that.” (NC—Spanish)
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Theme

Sample Quotation

Sources of information

Additional resources needed

Placement and timing

“Everything that happened to him, | researched it on the Internet and read a lot about why this is
happening.” (CO—Spanish)

“You can call 311... or go to the library.” (NY—English)
“The Head Start Center [helped me].” (NY—Spanish)

“And pediatricians. It seems like a lot of them are doing the milestone checks. Which | think is
really helpful.” (CO—English)

“| found out because | reviewed a flyer from the hospital. The flyer explained what the child should
do at 1 yr, 18 mo, and when a child begins to talk.” (NC—Spanish)

“I would like to get information. The pediatrician asks about the number of words my child can
speak, but | have not seen any information that mentions the number of words children should
speak. | did not do anything because | did not have information.” (NC—Spanish)

“| think it would be useful to have a phone number to call if you have a question.” (NC— Spanish)

“| think it would be a good idea for doctors to be well informed. | think they should be the channel
for distributing flyers and information. Because as a mother or a father your first contact person is
your doctor.” (NY—Spanish)

“It would be wonderful for us as mothers, to be educated during pregnancy and then, after the
pregnancy.” (NY—Spanish)

“It is important to provide information when a child is born, but very often, we put the information
away and we never see that again. It would be good that during the different doctor's appointments,
provide information related to the child's age. For example, in a visit for a 1 yr old, provide
information about what to expect when the child turns 2 yr old.” (NC—English)
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Table 3

In-Depth Interview Themes and Select Quotations

Theme

Sample Quotation

Intended audience and
appeal

Purpose and clarity of
messages

“Learn the signs” message

“Act early” message

Placement and timing

“I think it helps all parents because we as parents cannot just know what our kids should be doing at certain
ages, so this helps us learn more about this. This also helps me in talking to my doctor and asking him
questions about my kid and his/her development. It also teaches you things that you can do with your kids in
order to test their development and see where they are at.” (NY—Spanish)

“[I like] the brochure especially, it's big and it's bright, and this is something that I could just tape up to the
fridge. So it's very easy to use, easy to see.”(CO—English)

“[1tis asking you] to observe and keep track of your child's development in a much more knowledgeable and
detailed way.” (NY—Spanish)

“Because the information, that it breaks it down by age groups and the level where you child should be at. If
they're not there by a certain time, then a good parent is going to start to question, you know, ‘Why isn't my
child doing this?”” (NC—English)

“[Acting early means] to don't pass it by, don't sleep on it. When you see it, don't just pass it off [saying] ‘Oh,
he'll grow into it” or ‘They say it is okay.”” (NC — English)

“Well, first make sure you go to the pediatrician. Secondly, they give you information you can get on the
Internet, which is probably the first thing we would do if we could not see the pediatrician that day. The third
thing is to call the 1-800 number.” (CO—Spanish)

“What to do if I'm concerned with my child's development. I didn't see [it] anywhere.” (CO— English)
“Just maybe give a little bit of a reason for [why you should] look for delays.” (CO—English)

“In the hospital when they're going to release you. Instead of giving you all the paper and signing all that stuff,
I mean, they should give you one of these.” (NY—English)

“Because the doctor should know developmental stages. You know they watch your children grow as much as
you, so they will have a firsthand knowing where your child should be at this age. If the doctor's going to give
you this information then you're more prone to trust it.” (NC— English)

J Dev Behav Pediatr. Author manuscript; available in PMC 2016 October 01.



